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PREFACE

This investigation focused on the circumstances surrounding
the death of Joseph Kirsh,* a resident of Craig Developmental
Center who died at Genesee Hospital.

Our investigation underscored the need for clearer
directions and guildelines for medical personnel to help them
in making care and treatment decisions relative to incompetent
mentally disabled persons who are without legally recognized
surrogate decision-makers. This need for guidance 1is intensified
because of the increasing emphasis on providing medical and
surgical care and treatment 1n community hospital facilities
rather than in medical units of developmental cenfters. In
these community hospitals, the treating physician(s) immediately
responsible for the care and treatment of mentally disabled
patients are usually private practitioners who are unaccustomed
to the regulations and medical guidelines of the State-~
operated facility; where the patient has been residing.

The Commission investigation also indicates, we belileve,
the n . for OMRDD to clarify its regulations, policies and
procedures regarding who has the right to consent to non-
emergency major medical procedures proposed to be provided
to incompetent clients.

This report illustrates and recognizes the many difficult

medical-legal-ethical Jssues and concerns raised when essential
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Q. *A pseudonym.
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medical-surgical decisions are made relative to the treatment
of persons who are unable themselves to provide informed
congsent. Some of these issues have been and are being
addressed through the work of the Governor's Task Force on
Life and the Law and are best addressed by legislation or by
court decisions. I1 addressing them, the Commission suggests
that some guidance might be found in the provisions of the
recent 1984 Amendments to the Child Abuse Prevention and
Treatment Act.

These Amendments, in applicable part, deal with the
"withholding of medically indicated treatment" to disabled
infants under certain specified circumstances. Under these
provisions, the withnolding of such treatment to disabled
infants other than "appropriate nutrition, hydration, and
medication" is permissible when in the treating physician's
reasonable medical Jjudgment

(A) the infant is chronically and irreversibly
comatose;

(B) the provision of such treatment would (i) merely
prolong dying, (ii) not be effeccive in
ameliorating or correcting all of the infant's
life-threatening conditions; or (iii) otherwise
be futile 1n terms of the survival of the
infant; or

(C) the provision of such treatment would be
virtually futile in terms of survival of the
infant and the treatment itself under such
circumstances would be inhumane.
Relatedly, the 1984 Amendments to the Child Abuse Prevention
and Treatment Act, referred to above, also require that

states, participating through grants under the Act, establish
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a procedure to respond to the reporting of medical neglect,
including the withholding of medically-indicated treatment,
which procedure must encompass authority for the state child
protective services system to pursue legal remedies. The

Amendments recognize the need for an independent advocate

for the disabled infant and require the appointment »f a

guardian ad litem in any judiclal proceedings.

The contents of this report have been shared with the
Office of Mental Retardation and Developmental Disabilities,
the Director of Craig Developmental Center, the Administrator
of Bethesda Hospital, the Administrator of Genesee Hospital
and the Director of the Mental Hygiene Legal Service, Fourth
Judicial Department.

Findings, conclusions, and recommendations set forth in
the report represent the unanimous opinion of the members of

the Commission and the Mental Hygiene Medical Review Board.
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METHODOI.OGY

In conducting this investigation of the death of Joseph
Kirsh,* the Commission and the Mental Hygiene Mcdical Review
koard reviewed the clinical records of Craig Developmental
Center, Bethesda Hospital and Genesee Hospital, as well as
the findings of the Mortality Review Committee of Craig
Developmental Center and the autopsy report. Site visits
were made and interviews were conducted with staff and
administrators of Craig Developmental Center, Rethesda
Pospital and Genesee Hospital.

A draft of this report was provided to all parties. The
final report reflects written comments received and comments
made at a meeting held with representatives of Craig
Developmental Center, the Office of Mental Retardation and
NDevelopmental Disabilities, and the Mental Hygiene Legal

Services.**

RACKGROUND

Joseph Kirsh was born on October 17, 1937 in Oueens, New
York. At the age of two, Joseph fell 20 feet from a window
and sustained a fractured stuvll and left-sided paralvysis.
Although able to start schonl at six and one-half vears of
aze, he was subject to temper tantrums and, at apnroximately

age 10, bad his first psrand mal seizure.

*A pseudonym,

**[Intil April of 1986, known as the Mental Health
Information Services.




At age twelve, Joseph Kirsh was admitted to Craig
NDevelopmental Center, then Vnown as Craig Colony, a State
Institntion for Fpileptics. At that time his admission
diagnosis was moderate mental retardation and he was ahle to
totallv care for his personal needs. His hehavior was noted
to be "fairly good" and he was doscribed as well-oriented
and well-nourished. Medication successfullv controlled
his seizures.

According to nsvchological tests performed in 1949 at
age 12, he had an IQ of 52 (moderate range of retardation);
in 1951 at ape 14, his I0 was 56; and in 1973 at apge 36,
his I0 was 41,

In early adulthood, he was hetween 5 feet 8 inches and
5 feer 10 inches tall (varied on different records) ,
averaged about 150 nounds and was fully ahle to ca-e for
himself,

However, by 1976 Mr. Kirsh, at ape 40, had deteriorated
into a "hed to chair" vesidenct. A 197A pszvchological
evaluation described a graduval regression hut also noted
that Mr. Kirsh was verhal, articulate, could read and write
and perform simple math exercises. The psychological
records stated: '"the depree of Joseph's helplessness
as described in recent records apoears highlv evnggerated,"
and also noted that Mr. Kirsh complained of the
absence of visitors, lack of tastv food and lack of

programming , and expressed a wish to return to his former




job in the laundrv. UWhen asked whv he no longer was
walking, the record statrs "he whined, I'm paralvzed; I
can't walk anvmore." The patient, according to the
psvchologist, was showing signs of organic brain svndrome
with a passive-dependent personality. Psvchological
evalvations in 1978 suggested a need for physical theranv,
"training and stimulation." It was reported that Mr, Kirsh
was finctioning helow potential, and it was observed that
food and social praise would bhe good nositive reinforcers.
Fven thongh these nsvchological tests anpeared anite
comprehensive, there was no documented follow-through of the
psychologist's recommendations in Mr., Kirsh's dav-to-dav
care at Craig Develonmental Center.

The records indicate Joseph Kirsh developed a
decnhitus ulcer on his left hip and autkie in 1978 and that
an ultra violet lamp was used for treatment, Vhirlpool
baths were used in September 1979 and nassive range of
motion therapyv in March 1980, but these were discontinued
from May to December 1980 with no recorded rationale.

In July 1980, the resnlts of another psvcholosical test
concluded that there was a "starl contrast" to the nrevious
test results; it noted: '"he is bedridden and has multinle
bedsores...and chronic hiccoughs" and "he seems auite
debilitated.”" The psvchologist's note remared that two

vears earlier Mr. Kirsh had an I0 of 52, "but now, at are

43, for unknown reasons, he can barelv he tested. For




statistical purposes, an I0 of 20 is assigned." There is no
notation in the record that any other clinician was aware of
this conclusion hv the psychologist, nor that any further
testing was dore to determine the vossible canse of this
change.

By mid-1980 the patient's decnbitus ulcers had hecome
so much worse that he was seen in the surgical clinic for
consideration of nossible surpical treatment. In Septemher
1980 surgical consultant Dv. Chin,* wrote that the
vicerations "should be grafted." In November 1980, Dr. Chin
recorded "please obtain operation permit for split thickness
skin grafting." There is, however, no further mention of
performing this procedure in the record and, apparentlv, the
patient was neither seen again by Dr. Chin, nor was the
surgery performed bv anvyvone else.

Three months later, in Fehrnary 1981, Mr. Kirsh was

treated at Rethesda Communitv Hosnital for hemorrhagic
esophagitis (bleeding of the esophagus) and was prescribed
Gaviscon and Tagament. A Rethesda Hospital surgeon,
Dr. McCarthv,* also evaluated Mr. Kirsh's decubitus uvlcers
at Ehat time. In May 1981, Mr. kirsh was afain seen hv
Dr, McCarthy, who recorded:

43 year old male patient referred at this time

for evalunation of a decubitus ulcer left bhip and

left foot. Question of skin grafting. Historv of
this patient is well known to me and had been

*A pseudonvym.



evaluated approximatelv two to three months ago at
Rethesda Wospital for GI bhleeding. With respect
to the prohlem of decuhiti, the large decuhitus
over the greater trochanter of the 'eft hip has
heen preseat for vears and while it is now verv
clean and granulating well, physical examination
reveals that the area is much too large and much
too mobhile for = simple split thickness skin
grafting.

RECOMMENDATIONS: For treatment if it is indicated

in this situation is removal of the greater

trochanter itself and then pedicle or swinging

flaps to overlie the area and close it primarily.

This is hevond my expertise and would require the

assistance of both an orthopedic and plastic

reconstructive suvrgeon; and if this decubitus

becumes a problem or if he feels strongly ahout

closure of the area, then I would refer him

perhaps to Strong Memorial Service, Plastic

Reconstructive and/or Orthopedic Clinics.

There are no follow-up comments bv Craig staff contained in
the patient's record in response to this recommendation, and
the extent and condition of the ulcerations are not
adeaquately described hy Craig physicians.

In July 1981, Mr. Kirsh was transferred to the
medical unit (then referred to as "Peterson Hospital'") at
Craig, due to fever and anemia. He remained there for ten
months suffering further phvsical deterioration, vet there
are no indications in the recnrd during this time that any
efforts were made to determine the cause of this
regression. He was described in Petersonr records as
essentially immohile with marked flexion contractures, and
the decubitus ulcers hecame deeper and more severe.

Craip Developmental Center's description of these

vlcerations was consistently scant. In September 1982,
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when Mr. Kirsh spent ten davs at Strong Memorial Hospital
(SMH) , medical staff there recorded "chronic decuhiti with
bilateral pelvic ulcers.”" A plastic surgerv consult noted:
the lesions were '"granulating nicelv" but that the patient
was not a candidate for graft or flap formation. SMH
physicians recommendec local care with Retadine wet to drv
dressings, heat lamp treatment three timoss a day, whirlpool
treatments everv other dav, a water hed mattress, sheep skin
on the bed and dietarv sunplement of Ensure. Several of
these recommendations were followed when Mr. Kirsch returned

to Craig, and the ulcers continued to heal.

TRFATMEMT AT BETHEFSDA HOSPITAL

On January 24, 1983, Mr, Kirsh was readmitted to the
medical unit at Craig Developmental Certer due to
dehydration and anemia. In response to his need for
hospital level care, on Januarv 26, 1983, he was transferred
to Berthesda Hospital in Hornell, New York and remained there
until March 15, 1983, The following chronicles his time

there:

January 26, 1973: A transfer note bv a Craig Developmental

Center physician indicated the chief reason for transfer was
gastrointestinal bleedinpg. It also observed that the
patient's decubitus ulcers were chronic and in the "healing
stage." When he was admitted to Rethesda Hospital,
phyvsicians there concurred with the diagnosis of an upper

gastrointestinal hemorrhage, and his stool tested positivelw

for blood.
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The admission nursing assessment form at Rethesda
Hospital, completed at noon on the day of admission, states:
"noted several open decubiti on hips arnd feet of badly
contracted body." An admission note hv a nurse states:
"both vips open with red fleshy areas. Areas appear

clean."

January 28, 1983: An endosconv* was attempted three times,

in an effort to locate the source of the bleeding, bnt could
not be done, bhecause of the patient's inabilitv to cooperate
with the nrocedure. The Craig Nevelopmental Center
administrator on duty pave telephonre permission to perform

the endoscopic procedure.

Janvary 30, 1983: The patient's decuhitus nlcers were

described on this day as "oozing frank nuvs,”

Fehrnary 2, 1983: The ulceraftions were described as being

necrotic.

February 3, 1983: The ripght hip was noted as having "bloodv

serous drainage" and "the odor of pseudomonas." Mr. Kirsh's

temperature was 102°F,

*An ondoscopv is the inspection of the unpmer gastro-
intestinal tract by insertion of an endoscope through the
oropharynx and down into the esophagus. The endoscone is a
tube and ontical svstem for obhserving the inside of an organ
cr cavity.
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February 9, 1983: Dr. Tavlor,* a medical doctor at Rethesda
Hospital, noted in the patient's record that he would
consult with Dr. McCarthy,** a surgeon, for suggestions

regarding the ulcerations which he observed were worsening.

Febrvary 11, 1983: Dr. McCarthv saw the patient and wrote

a lengthy evaluation noting:

This is a verv sad case. There is little I have
to offer surgically in the way of reconstruction
but I will he happy to trv to oversee debridement
of these multinle decubiti.

As to definitive grafting or turning of flaps

to cover these areas, I think that this is
prohably not only inappropriate in this patient,
but also will be extremelv nonproductive in that
patient cannot ever expect to be rid of his
contractures and even with the excellent care at
Craig Developmental Center, the decubiti and anv
grafts that are placed over them are doomed to
failure.

This is mv personal oninion, but it hopefullv

is a realistic one and at this point I would he

conservatively aggressive on debriding the

decubiti, but as far as any coverage, I think that

this would not he nossible in this patient.
Dr. McCarthy offered the following recommendations: egg
crate mattress, increased protein in his diet in order to
promote healing, and the vwse of supplementarv feedings; such
as Fnsure. According to the record, these recommendations

were implemented hy Rethesdsz Hospital, and the patient is

often described as consuming extra Enswure.

*A pseudonym,

**The same surgeon who had seen Joseph Kirsh in 1981
during the prior hospital stay at Be hesda.
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February 13, 1983: Dr. Taylor ordered that administration

of antihiotics be discontinued the following dav.

Febrvary 15, 1983: Mr. Kirsh remained feverish and

Dr. Taylor wrote: '"as suspected, patient now has pneumonic
process by chest x-rav." Dr. Tavlor also noted that he had
discontinued antibiotics on the previous dav and bad, on
this date, taken a sample of the patient's sputum for a

culture. Dr. Taylor noted "...will wait to see what

cultures show before restarting antibhiotics."”

Februvary 17, 1983: Dr. Tavlor wrote: '"...temperature

102° ...more lethargic...oral intake was down vesterday...
sputum growing Gram negative bacteria...will attempt to talk

with patient's sister to explain current poor prognosis.”

February 18, 1983: Dr. Tavlor further identified the

organisms prown on culture, and noted "will attempt to treat
orally." Nurses' notes indicate the patient was put on a

cooling blanket on this date and a "do not resuscitate"

telephone order (emphasis added) was given by Dr. Tavlor and

noted in the record. A nurse's note indicated the patient
was taking oral fluids well and dran} 8 ounces of Fnsure.
The patient resumed taking an oral antibiotic, as well as
hie Phenobarbital and Dilantin, Tagament, Reglan, Gaviscon

Mylanta, vitamins, folic acid, and Fffer-svllium,

February 19, 1983: Dr. Tavlor recorded a conversation with

the patient's sister as follows: ‘'spoke with patient's
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sister and she wishes no further aggressive treatment at
this point. She is contacting patient's hrother hut feels
he will wish the same thing. We will continue to attempt to
give him antibiotics by mouth hut I will not start JV
(intravenous)." A nurse recorded "tolerated diet well.

Fnsure plus with ice cream taken well."

February 21, 1983: Dr. Taylor's record entrv included:

++.5till taking orally verv well; does not seem to
be in distress except when rurned in hed. Ulie have
to continue with current palliative measures.

Febhruary 27, 1983: The patient continued to take oral

liquids and oral medications well. It was noted that he was
eating pureed foods, and was liftec out of bed and spent

time sitting in a cnair each dav.

Fehruary 28, 1983: Dr. Tavlor noted that another x-rav of

the lungs showed '"clearing,"

and that the patient's highest
temperature was onlv 100.6°. He recorded "if we can get his
temp to remain normal for a few days, could consider
transfer to Craig."

A nurses' note on this dav describes a telephone call
she received from the patient's sister. The nurse stated

that the sister said "I want no (PR, no support systems, hnt

I do want him kept comfortahle,"
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CONTROVERSY OVER BETHESDA HOSPITAL CARF

In a letter to Craig administrators, received on
February 28, 1983, Dr. Tavlor stated that be had discussed
the care of Joseph Kirsh with the patient's sister and it
| had been decided that palliative (comfort) care would be
provided. 1In fact, at this time, Rethesda Hospital was
‘ giving the patient food, nourishment, oral antibiotics, and

other medications, as well as treating the decubitus ulcers
each dav.

Dr. Tavlor's letter stated, in part, that:

We will continue to give him palliative theranv

with cooling blanket if necessary to keep his

cremperature in control, but no further aggressive
therapy will be administered for anv serious

bacterial infections.

When the letter was shown to the Craig Develonmental
Center Deputv Director on February 28, 1983, he immediatelv
contacted OMRDD Counsel's Office and held discussions with
the Deputv Director of Health Services and the Director of
Craig Developmental Center regarding the letter's content.
It was decided to demand of thz treating phvsicians either
more aggressive medical treatment for Joseph Kirsh, or that
he be transferred to another hospital.

Memoranda to the files from the Deputy Director of

Craig Developmental Center indicated that he was unable to

contact Dr. Tavlor, but did speak to Dr. Parvey* on the

*A pseudonym. A physician associate of Dr. Tavlor.
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evening of February 28. Dr. Parvev was told bv the Craig
administrator that it was the wish of the facility that
"aggressive treatment and care he given" to Josenrh Kirsh.
Dr. Parvey said he wonld see the patient, discuss the case
with the nurses and reestablish more appressive treatment.
He requested a follow-up letter from Craig stating
"agpressive care be given." The Craig adminisirator also
told Dr, Parvev that the authority to make medical decisions
concerning the patient's care did not belong to the
patient's giste .

In another note to the file, the Deputy Director stated
that on March 1, 1983 he spoke with Dr. Henrv* on the
telephone and noted:

he seemed quite distressed with our reavest which

went contrary to the decision made by the gister
of the patient. He requested that we rpsnond in

writing to the following question: 'Uhat is the
role of the familv and who has veto power over the
family?'

The Deputv Nirector's memorandum also indicated he
told Dr. Henry that Craig Developmental Center had the
responsibility and authority regarding care and treatment of
clients, "in keeping with our perceptions of a client's
needs," and he noted the needs in this case "having been

defined...by the Neputv Director of Health Services."

*A pseudonym. Another associate of Dr. Tavlor, who
arparently informed the Neputy director that he, not
Dr. Parvev, was responsible for Joseph Kirsh's care in
Dr. Tavlor's absence.
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The Deputy DNirector of Craig Developmental Center also

noted that, later on March 1, he had another telephone

conversatior with Pr. Parvev in which the State policv as to
CPR was discussed. The Deputy Director's memo indicates

Dr. Parvey said that he would not allow State policv to
"interfere" with their (Rethesda physicians) clinicai,
professional policies. In his memorandum, the Deputy
Director wrote that Nir. Parvev's opinlon was "CPR would

be crazv with this man. He is in fetal position."

According to the Deputy Director's record, when he
first spoke with Dr. Parvey, the doctor requested to know
"who the next-of-kin was." The Deputy Director virote "I
indicated that in this case I was not sure what next-of-kin
meant, but the Director of this apencv was charged with the
resnonsibility of care."”

The Deputv Director's file notes also indicated that he
and the Deputy Director for Health Services bhad spoken to
Mr. Kirsh's sister who acknowledged she '"concurred with
Dr. Taylor that no life support systems" be used to maintain
the life of her brother, The Deputy Director recorded that
he told the sister, "you were not discussing life support
svsters but antibiotic therapv."

He noted that the sister's overall response was:

'If within a vear they find a cure for what's
wrong with nim and he can come home and be a real
brother, okay. If not, he should be allowed to go
as a result of what is wrong with him,' I stated
chat I rnderstood her view but that we could

18
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support nothing less than aggressive treatment and
care on behalf of each and everv one of our
clients.
In Dr. Parvey's written record of his conversation with
the Deputy Director of Craig Developmental Center on
February 28, 1983, he notes that the Deputy Director
"legally directed our facilitv to provide comprehensive care
and believes that onlv Craig Developmental Center is legally
responsible for Mr. Kirsh." Dr. Parvey then descrihed

Mr. Kirsch's condition:

..svery emaciated, mentallv unclear although he

is able to respord to verhal stimulation now and

then; large decubiti are present over the huttock

areas, exposing a good part of the periosteum

(bone) and covered bv poor granulation tissue and

additional decubiti are nresent around the feet.

Patient has assumed a fetal position with flexion

contractures, total hodv deformitv and seems to

have moderate npulmonary congestion,

NDr. Parvey concluded: "I do not see anv ohjection in
the use of IV fluids and antibiotics pending reneat culture
studies. The care of this patient will be turned over to
Dr. Taylor upon his return." Dr. Parvevy then contacted
Mr, Kirsh's sister in Mew York ity and explained the
situation to her. She apreed to resumption of the IV fluvids
and antibiotics, hut requested that no mechanical
ventilation or cardiopulmorarv resnscitation he uvsed.

Dr. Parvey conenrred with this, as noted in his written

statement:

In view of the moribund nature of the patient and
the medical contraindications for CPR, namely
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total body flexion deformities, and the lack of
adequate bhrain functions, I concur with her
de~ision from the medical noint of view.

An intraverous was begun and IV Kefzol, an antibiotic, was
ordered.

On March 7, 1983: Dr. Tavlor returned from vacation
and charted:

Continuing to drink well--continues tvo spike

temps. Will review recent communication with

Craig regarding patient's care,.
The following day he noted "since we were not able to
place peripheral IV, I will once again give him Septra

suspension,"”

(an oral antibiotic). "In mv view, placement
of a large line--ie: CVP--is more aggressive therapv with
significant risks and I don't feel it is appropriate in this
instance. If Craig does not agree with this, they are free
to transfer the patient to an institution that feels it is
so."

On March 11, 1983 Dr. Sanders,* a Craig Developmental
Center physician who cared for Mr. Kirsh while at Craig,
noted in a typed statement, dated March 16, 1983, that he
received a phone call from the '"Chief of Medical Services"
(actvallv Deputy Director of Health Services) at Craig
asking him to see what he could do about transferring

Mr. Kirshb to Genesee Hospital. Dr. Sander's note

continues:

*A pseudonvm,
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1 called Dr. Tavlor at his office in Hornell to
find out more about Joseph. When I got a hold of
Dr. Tavlor on the phone, he exnressed his
irritation of being called and told me that he
does not want to discuss the case any further and
that if I wanted further details, he would gladly
write me a letter. I tried to be verv diplomatic
with him, and I told him that I wanted to let him
know that our actions in the past few weeks were
not in any way intented to slight him or to
dictate to him how he should treat Joseph or any
client for that matter coming from Craig
Developmental Center. We just wanted him to
continue treating Joseph. He then told me that he
resents the fact that the State had stepped into
the case after he alreadvy had spoken to Joseph's
family and that they had agreed not to treat
Joseph. He told me that this man had suffered a
lot and that he should be let go. I replied to
him that we at Craig are his advocates, and we do
not think that the treatment he required was
heroic and that we were not dealing with a person
who was a vegetable in life support system, He
then told me that if vie feel that we are not happy
with the way he is treating Joseph, we should find
another nhysician in another facility to take care
of him,

Then he said he refused to he interrogated on the
management, and I told him that I am not
interrogating him, that I juct wanted to know the
present medical condition of Joseph. 1 also told
him that I hope he did not make this decision
because Joseph is mentally retarded. We then said
something and hung up on me.

Addendum to the conversation with Dr. Taylor.
During the course of our conversation, he
mentioned to me that he had a similar case one
vear ago of a client who had pneumonia and that he
withheld therapy after conferring with the familv
and the client died a month later. Fe said that
he had no trouble at that time. Why is he

now having so much trouble with the State. He
also said that the avthorities at Craig do not
have the right to harass and dictate to his
partners how to treat Joseph. In addition, he
will not start intravenous fluids or give
intravenous antibiotic therapy or insert a CVP
line or start hyperalimentation because of the

21
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risks involved. He did mention that Joseph is

eating and drinking and that he is giving nim

Bactrim orallv for the infection.*

Dr. Taylexr also racorded his version of the "long and
difficult conversctiorn"” with Dr. Sanders and noted that
Dr. Sanders "accused me of withholding treatment because of
Joseph's mental retardation. I once sgain reiterated to him
that he is free to reques* transfer if he is not satisifed
with mv care. My office was notified that as soon as a bed
opened at Genesee Hospital, Joseph was to he transferred. I
agreed with this,"

A comprehensive two-page tvped transfer note was
dictated by Dr. Taylor, which recounted the patient's
medical history and the appearance of the decubitus ulcers.
Dr. Taylor also related his conversation with the potient's
sister, and noted that he withdrew antibiotics from the
patient. He then wrote:

..s8hortly thereafter, and while I was awav, Craig

Developmental Center medical staff hegan issuing

orders for medical care through my partners who

were covering me. When I returned bhack, the

medical staff at Craig had more or lass demanded
that evervthing he done for Joseph in regards to

*It shovld he noted that this typed statement by
Dr. Sanders was not in the patient's clinical recora and was
not among the material given to the Commission when this
case was initially investigated, even though all notes to
file by the Deputy Director were supposedly shared at that
time. This statement was sent to the Commission in January
1986 in response to a request by the Commission for more
information.
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aggressive medical treatment. After discussions
with the Deputy DNirector of Health Services of
Craig Developmental Center, I had to tell them
that I honestly could not do the maneuvers that
thev were ordering me to do because, I felt that
Joseph should not be subjected to any further
intervention uor invasive medical care. The Deputy
Nirector of Health Jervices' opinion on this was
that everything possible should be done despite
the wishes of the patient's relatives hecause the
patient was still under the auspices of the State.
It is my opinion thet the same argument can be
given to the institution of aggressive treatment
in these people and that I do not feel that the
State or anyone else has the right to institute
the sorts of treatments Tsicl just because the
patient cannot respond to these issues or make a
decision himself,

When the Commission interviewed Dr. Henry, he
confirmed his belief that Craig officials "forbade" tte
Rethesda physicians from withholding antibiotic theranv.
Dr. Henry stated that, due to the bureaucracy intervening
in the medical care of a patient, he helieved Craip was

"forcing Joseph to live in constant miservy." Dr. Henry

stated: "Joseph's auality of life was agonizing."

TRANSFER TO GENFSFF HOSPITAL

March 15, 1983: C(Craig Develoomental Center administrators
had discussed the transfer of Joseph Kirsh to Genesee
Hospital with Dr. Charles* of Genesee Hospital several days
earlier. Dr. Charles, vho is an internist and specialist in

infectious disease medicine, when interviewed, ohserved that

*A peudonym,

o\

J
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he agreed to take the patient, but noted there was no bed
available. Two days later, without the approval of
Dr. Charles, Craig administrators had the patient
transported via ambulance to the Genesz2e Hospital Emergency
Room. When seen in the Emergencv Room, he was admitted and
Dr. Charles was notified. Vhen the Commission interviewed
Dr. Charles, he stated that Joseph Kirsh arrived in the
emergency room in "moribund, gravely ill condition."

The emergency room record at Genesee Hospital indicates
an admission diagnosis of:

Severe decubiti, necrotic; malnutrition,

dehydration, historv of GI bleed, microcytic

anemia, seizure disorder, possible left lower lobe

pneumonia, possible urinary tract infection.
The admitting medical resident described the patient as:

Cachectic...severe contractures...hiccoughs

..severe wasting of muscles...left ankle ulcer

with tendon showing...bilateral necrotic ulcers

(about 15 centimeters in diameter) confiuent to
sacral ulcer.

On the day of admission, Mr. Kirsh was seen by a
plastic surgeon, Dr. Reed,* regarding his decubitus ulcers.

A resident's admission note stated that Mr. Kirsh "was
receiving conservative care at Rethesda Wospital and is now
admitted to Genesee Hospital in protective custody for mere
agpgressive care"., This resident noted that, due to the
infected state of the decubitus ulcers, the patient had

evidence of osteomyelitis (generalized bone infection). The

*A pseudonym.

oo
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recommendations that were made included: culturing the
various lesions, as well as onlturing the hlood, urire and
sputum, debridement of the ulcers, a bone scan, dietarv
consultation, and a feeding tube "if intake is less than
excellent."

Due to a large amount of bleeding from the right
decubitus site, a surgical resident was called to see
Mr. Kirsh at approximately midnight on the night after bhis
admission, We estimated the loss of approximatelvy one
pint of blood. The rasident applied direct pressure on the
wounc. for 10-20 minutes and described the bleeding as coming
from multiple sites, plus "two small arterial pumpers.,"

He placed some sutures within the vlceration and arplied

gentle pressure dressings.

March 16, 1983: Dr. Charles saw Mr. Kirsh and noted "the

major problem we are faced with is management of the
longstanding dccubitus ulcers in a malnourished, chronically
debilitated individual." Nurses' notes indicate that
Betadine dressings were done on the "deep large ulcers on
sacrum and feet," and that they were being irrigated with
hydrogen peroxide and water. The sacral decubitus vlcers

were noted to be bleeding a large amount. Appetite was

termed "fair."

March 17, 1983: Dr. Charles wrote:

++..as discussed with Dr. Reed, once patient
stehbilized, amputation of hoth limhs is the only
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solution utilizing the skir and muscle as graft
material for the sacral decubiti. (Dr. Charles'
emphasis). I have snoken with the Deputy

Director of Health Services of Craig Nevelopmental
Center and she concurs with our plan.

A resident recorded: "eultures of the patie:t's hip

lesion vielded proteus bacilli; anltle cultures vielded
staphlococcus aureaus and anerobes; the left heel culture
vielded pseudomonas and coliform; and the right heel showed

' In addition, a nurses'

proteus, psendomonas and others,'
note observed: ‘'rurulent drainage ocozing from the patient's

penis around the Folev catheter,"

March 18, 1983: A nasogastric feeding tnbe was inserted

through Mr. Kirsh's nostril and into his stomach, so that
hipgh calorie feedings coulad he piven in an effort to improve
his nutritional status. A 16 gaupge B-inch catheter was
placed in the patient's right internal jugular vein, for the
purpose of l-eeping an open venous line with which to give
the patient fluids and intravenous antibiotics. Regular
intravenous lines were hecoming difficnlt, if not
impossible, to insert in the patient's veins. The patient
was given several units of packed red blood cells to
counteract his anemia and blood loss througt his decubitus

ulcers. His periodic hiccoughs had returned.

March 19 1983: Dr., Charles wrote the following:

. o.discussed with Dr., Rrown* pronrosed therapv of
bilateral amputatior and grafting. We will need a

*A pseudonvm,

A\
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court order signed by Dr. Reed and myself.
Patient's sister called me about
situation--informed (her) patient is critical.
(A1l emphasis is Dr. Charles').

March 21, 1983: A nurse recorded a grand mal sei-zure

and noted "hiccoughs continue, Good eye contact. Seems toO

understand what is being said."

March 22, 1983: Dr. Charles had photographs taken of Joseph

Kirsh's various decubitus ulcers. The plastic surgeon,
Dr. Reed, recorded "new areas of necrosis on both

buttocks, ... and noted that Mr. Kirsh would require
"bilateral total thigh removal with removal of both femurs."
Pr. Charles charted a plan for possible additional

surgery when he wrote:

.+..will ask Dr. Melen* to see regarding general

surpgical situation. ? Colostomy to divert fecal

stream from incontinent patient. Also have asked
orthopedic opinion from Dr. Hart.™*

Dr. Melen, a general surgeon, saw the patient and
concurred with Dr. Charles that the construction of a
sigmoid colostomy would be the "surest way to prevent
infection of surgical wound after grafts of the decubitus
ulcers." He also noted that such a colostomy would also

"preatly facilitate nursing care", and his note ended with

"would schedule him at your convenience if you agree"

(emphasis added).

*A pseudonym,
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The patient was weighed on bed scales and noted to be
A8.1 pounds. (Mr. Kirsh was approximatelv 5' 8" tall.) The
amount of Ensure feedings was increased.

A neurologist, Dr. Xavier,* examined Mr. Kirsh and
recorded "signs of spastic auadriplegia with lopngstanding
flexion contractures and decubiti. Hopeless for functional
life. Physical therapy could possibly overcome

contractures."

March 23, 1983: The orthopedic surgeon, D». Bart, saw the

patient and a gastroenterologist also examined bim regarding
his nutritional status. Several blood tests were ordered, a
?24-hour urine test and a 72-hour calorie count to establish

caloric needs.
Dr. Charles wrote:

«sepPatient is in negative nitrogen balance which
would make surgical intervention a great risk. On
the other band his infection is aggressive. If
indeed, he cannot, through alimentation, turn into
a positive nitrogen balance state--would feel

that high risk of surgerv and proposed uvltimate
plan for amputation would kill patient. Will
rediscuss with Dr. Melen and Reed [surgeon and
plastic surgeon].

March 24, 1983: It was noted that Thorazine continued to be

given for hiccoughs and, as noted in the past, did not give

the patient relief, A psychiatric consultation also

occurred, in which the psychiatrist, a Dr. Benjamin,* noted

*A pseudonym.
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a total inavility to communicate with the patient. He
concluded:

Patient obviously unable to consent to, or
refuse, anv care offered to him or necessary for
him, If surgerv is contemplated, I am not sure
that a court order is necessarv. Tf he is indeed ndeed
a ward of the State, permission should be
obtalnaBTe from the director of Graig
Developmental Center. (Fmphasis added.)

The psychiatrist then noted "I would support his
receiving whatever care is deemed necessary and appropriate
by his Genesee Hospital phvsiciais."

A nurse's note described the current trea ment of the
decubiti as Retadine soaked fluffs packed into the decubiti
and covered with elastic stockings. Another plastic
surgeon, Dr. Royal,* saw the patient and wrote his
concurrence that the only sure wav of closing the open
wounds would be to "perform bilateral thigh flaps with
amputation of both lower extremeties." We also charted
"suggestion of¥ a colostomv is also certainly reasonable."

Another nurse recorded:; '"eve resronse to verbal
stimuli and hand grasps in r2sponse to pain. Patient said
'bello' today. Has verv bad hiccoughs. Occasionally

moans."

March 28, 1983: Dr. Charles wrote in the hospital record:

problem, of course, is if we consider surgical
intervention, could he withstand:

a.) A colostomy, with a post-operative period of
nothing by mouth would be a problem in nutrition.
Then definitive procedure to follow.

o0
@

*A pseudonym.
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b.) bilateral amputatiorn and graft would also
have consequences of nutrition.

At this point, this would be most aggressive until
we get into positive nitrogen halance.

Other notations indicate that at times Mr. Kirsh had
pulled out both his nasogastric tube and his intravenous CVP

line, necessitating their heing re-inserted.

March 30, 1983: Mr. Kirsh develoned a high fever, which

Dr. Charles recorded was "clearly wound sepsis." He also
noted "prognosis grave.”" The patient was now receiving

three different intravenouns antibiotics.

March 31, 1983: Two units of packed red blood cells were

eiven, Dr. Charles wrote:

Situation grave. WFe is in no shape to do surgerv
at this point. DNespite aggressive antibictics,
fear the original planr would he dangerous since
he would not survive surgerv at this point.

April 1, 1983: Dr. Charles noted that Mr. Kirsh's fever was

down, his white blood count had faller from 42,400 to 32,900
(normal is 5,000-9,000) and charted "will reassess for
surgery next week but it still appears that high risk is
unchanged.” A resident recorded that recent wound cultures
"reveal a markedlvy resistant group of gram negative bacilli,

especially Klebsiella.,"

April &4, 1983: Dr. Charles wrote in the record that he had

discussed the situation with the Deputy Director of Health

ot
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Services at Craig Developmental Center, but did not comment
on the suhstance of the discussion; he only recorded that:

Ac this point, infection is controlled with
antihiotics. He does have resistant organism.
The risk of sepsis can recur since we have open
wounds with debrided tissue. A suitable plan for
prevention, since patient's both limbs are
functionless and contracted, is surgical
intervention with:

1) colostomy--to direct fecal stream;
2) bilateral amputations--after colostomy
maintained with prafting of buttock wounds

with patient's own tissues from lower
extremities.

Dr. Charles' note continued, indicating he had

"di scussed overall situation and emergent nature of making a

decision for surgical intervention with tie NDeputy Director
at Craig Develonmental Center" and that "permission for
above plan reviewed and placed in record."

Dr, Charles signed this progress note and indicated
heneath his signature his specialties of "Infectious
Disease" and "Internal Medicine." Dr. Reed, plastic
surgeon, signed heneath Dr. Charles's signature and
Dr, Melen, general surgeon, also signed the note.

A nurse recorded that she was '"present in room when
personnel from Craig Developmental Center and Dr. Charles
discussed possible natient surgery. Craig appeared to agree
surgery hecessary at this time."” (empbasis added).

The Deputy Director of Craig Developmental Center wrote

a note to the file on this same day, describing a meeting at

31
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Genesee FospitAal hetween himself, the Neputy Director of
Health Services of Craig Developmental Center, two Mental
Health Information Service (MHIS) respresentatives and
Dr. Charles. The Deputy Director recorded Dr. Charles'
medical opinion that: "Joseph's surgery was 'extremely
necessarv.'" Noting the lack of response to antihiotics,

the Deputy Director wrote:

This author in concert with the Deputv Director

of Health Services and an MPIS representative
agreed to authorize surgery in two stages. One to
include colostomy and re-direction of the fecal
stream. Second stage to inclvrde hilateral
amputation of the legs and subsequent plastic
surgervy,.*

The surgical consent form prepared bv the Genesee

Hospital in this case contained bhoth errors and

ommissiong**,

The planned surgical procedure, as identified in the
completed consent form, was described as follows:

colostomy; hilateral amputations with
auvtography,

[Amputation of which extrumeties or the extent
of the amputations were not stated!?,
f[Autography refers to making graphs from the
patient's own skin.]

*hen in Januarv 1986 the Commission requested
additional information of MHIS ip attempting to clarify
their role in this case, the MHIS noted, at that time, that
this statement in the clinical record by the Craig Deputy
Director was not accurate. The Neputy Director subhsequently
corrected his statement and acknowledged that the MFIS has
no authority to "authorize surgery.

**See discussion, infra, pp. 45.
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The form also reaffirmed that the condition and
planned procedures have heen well-explained and discussed bv
the unnamed surgeon. Consent is specificallv included on

this form for anesthesia and medications. The form concludes

with bold face lettering: 1 HAVE RFAD THIS FORM. I

UNDERSTAND TTHAT IT MEANS AND IT 15 ACCURATE.

April 5, 1983: The DNeputv Director of Craipg Developmentsl

renter recorded that he spoke with Mr. Kirsh's sister and
reassured her, in answer to her auery, that "no external life
support systems were intended to be used, " and that the
gsister expressed her intention to prav for Joseph's death
during surgery, to put an end to his suffering.

The Deputy Director of Craig Developmental Center
contacted this Commission with the request that the
Commission provide assistance in assuring that an avtopsv
would be done if the natient died. Sprecificallv, the Deputv
Director wanted the Commission to discuss the case with the
Monroe County Medical Examiner. The Commission requested
that the specific areas of concern to Craig Developmental
Center be put in writing prior to contacting the medical

examiner.

April 6, 1983: Joseph Kirsh was readied for colostomv

snrgery and for the nlacement of a fejunal feeding

catheter,* in order to decrease the risk of aspiration.

*The jejunostomy, an invasive procedure, was done in
conjunction with the colostomy. There was no notation on
the operative consent form stating that a jejunostomy would

_Rjkjalso be performed.

33
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The colostomy and jejunostomy were performed and Josenh
was described post-operatively as heing unresnonsive,

although in the afternocon he did move his head and eves.

POST OPFR:/TIVE COMDITION AND TRFATMEMT

On April 9, jejunostomy feedings were begin., A
pastroenterologist examined the patient and noted that there
was <"me gastrointestinal hleeding. Over the next eight
days, Mr. Kirsh's condition continved to deteriorate and, on
April 17, Dr. Charles wrote in the record "we are in
desperate situation.”" On April 19, the Director of Craig
Developmental Center wrote to the Commission, as requested
oy the Commission on April 4, 1983, specifying his desire
that an autopsy should be done when this patient died, for
three reasons:

1. TUnexplained gradual mental and nhysical
deterioration of several vears duration.

2. Intractable hiccoughs.

3. Unexplained chronic GI hleeding.

The Commission later discussed the case with the Monroe
County Medical Fxaminer, who agreed <o nerform an cutopsy,
if and when Mr. Kirsh expired.*

Mr. Kirsh's condition continued to worsen and, on

April 21, 1983, Dr., Charles vecorded that a chest x-ray

*hen the patient died, the sister did in fact apree
to an autopsy, and it was done at the Genesee Wospital.

34



30

showed a possible atelectasis (collapse) of the lung.

Dr. Otto,* a pulmorarv consultant, charted that be agreed

with Dr. Charles, that the patient required a bronchoscopy

because of "total left lung atelectasis.'** The

bronchosocpv was performed and the findings were severe
tracheobronchitis, with a large amount of purulent
secretions present and left lung atelectasis (collapse).

On April 29, 1983, jeiunostomy feedings were resumed
using a special bhigh protein feeding formulated for cachetic
(wasting) patients. However, on May 6, 1983, these feedings
were discontinued when it was noted that matevial suctioned
from the patient's trachea resemhled the feeding liguid.

On May 14, 1983, Mr. Kirsh's breathing was described as
"extremely difficult" and a chcst x-rav revealed "probahle
right aspiration pneumonia." Dr. Haggerty noted that "until
aspiration propensity is corrected, we cannot tube feed."
The following day, a urological consultation was requested.
It was noted that the patient's penis and scrotum were

swollen. At 7:45 p.m., it was noted that the patient was

"very dusky" and sucrioning vielded frothv hrown sputum,

**A hronchoscopv is a procedure wherebv a
bronchoscope, an instrument for visvalization of the
interior of the bronchus, is inserted through the oronrharynx
down into the trachea. The Commission requested a copy of
the consent form issued for the bronchoscopsv procedure and

*A pseudonvym, ‘
\
\
was told no consent form was used, ‘

|
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The nurse began CPR using an ambu hag. An on-call residert
saw the patient and recorded, in a note laheled 8:20 p.m.:
Patient found unresponsive, without pulse or
spontaneous respirations, Resuscitation attempt
begun at 7:50 p.m. with intvbation and manual
respirations. FKG showed a flat line.
This resident pave Mr. Kirsh several emergency drugs
via injectior and recorded "pronounced dead at 8:15 p.m. hv

myself." The patient's sister was notified and gpave

permission for an autopsy.

AUTOPSY RESUILTS

The autopsy was done at Genesee Hospital hy the
hnspital patholngist on the dav follewing the patient's
death. The final autopsvy report, a lengthy and detailed
twelve-page document, was received by the Commis:;ion seven
months later, in NDecember 1983, and can be summarized as
follows:

The final anatomical diagnoses were:

bilateral (right greater than left) aspiration

pneumonia with granulomas and abscess formation and

left pleural effusion (2,000cc).

multiple decubitus ulcers of both hips, sacrum
and both ankles,

colostomy of descending colon with dilatation of
ascending colon.

feeding jejunostomy,
acute and chronic esophagitis with ulceration.

flexion contractures both legs and hoth arms (left
greater than right),

testicular atronhy,.
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In the "clinical patholeaical correlation’ section of

the autopsy report, the pathologist noted that the auntopsy

showed the apparent results of the injuries sustained by

Joseph Kirsh when he fell out of a window at two vears of

age. The report stated that there were contusions of bhoth

frontal lobes., The autopsv revealed the anatomical

correlation hatween Joseph Kirsh's deterioration, from an

active moderately retarded young man to one who, in his

mid-vears, showed mental and physical deterioration due to ?

communicacing progressive hydrocephalus.*
The pathologist's report stated that: ;
Most certainly the deterioration from IQ of 52 to }
I0 of 20 and the change from ambulatorv to severe
spastic immobilitv were the result of the marked
propressive cerehral damage from the massive
hydrocephalus.
The autopsy report speculated that Joseph Kirsh

experienced marked brain swelling secondarv to his childhood

head irjury, and that the herniated temporal lobe uncus

produced pressure on the right posterior cerehral arterv,

occluding the flow of cerebrospinal fluid, which resulted in

a right occipital lobe infarction. Findings on autopsv, it

was noted, would he those expected after long-term recovery

from such an infarction,

*Pydrocephalus is a condition in which there is
increased accumulation ¢f cerebrospinal fluid within the |
ventricles of the brain. \
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Althouvgh the pathologist ohserved that the natient had
hiccoughs since 1981, no etiology for this was found on
autopsy. The patient's acute and chronic esophagitis with
ulceration was recorded, and the pathologist commented that
these findings could be "possibly secondarv to feeding tube
trauma and reflux of gastric contents." It was further
charted that there was "evidence of aspiration pneumonisa,
with foreign material evident in pulmonary granulomas and
abscesses. Pneumonia was most prohably the cause of death
in this patient,"

FINDINGS OF CRAIG DEVELOPMENTAI. CENTER,
VORTALITY REVIFU COMMITTER

The Mortality Review Committee of Craip Developmental
Center discussed two issues: (1) The conservative and then
agpressive treatment provided this patient at Rethesda and
Genesee Hospitals, respectively, and; (2) whvy there was a
lack of a neurological wor¥-up for this patient hy rraig
Developmental Center.

Regarding the first issue, the minutes noted that:

After a prolonged stay at the Bethesda Hosnital,
it was decided bv his attending physician to do
only pailiative therapv...Craig Administration was
opposed to the decision...and numerous attempts to
make the physician resume active medical
treatment...were made hut failed. Recause ™is
condition was deteriorating rapidly, Craig
Administration decided to seelr help from another
community hospital which resulted in the transfer
of Joseph to Genesee Hospital under the care of
the infectious disease specialist.

e
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The minutes contimied;

The Mortalitv Review Committee also acknowledged
the fact that, because there are no puidelines from
the Office of Mental Retardation and Developmental
Disabilities as to how far to go in trying to save
a client's life, it has created a lot of confusion
and antagonism from community physicians towards
the State physicians and State administration
because thev feel that to interfere in the
management of a patient under their care is
unethical; (emphasis added).

The Mortalitv Review Committee then wrote as a
recommendation:

There should he a clear nolicv and/or guidelines
as to who has the authoritv to intervene when
there is a disagreement in the maragement of a
client hetween the treating community physician
and state-employed physician. Do the living
relatives, who are not the legal guardians, bhave
the authoritv to make the decision to withhold
treatment?

As to the lack of a neuvrological worV-up and
follow-through at Craig Developmental Center, the Committee
noted that Joseph Kirsh had gradual deterioration of "motor

functions and level of functioning." The report ohserved

that, although he "had been followed by a neurologist,'" (no

dates were st :ed) there "is no record of anv further

neurological workup done to investigate the cause of his

deterioration," but does not explain this.*

*The Commission requested Craig Developmental Center to
provide copies of all neurological consultations on Josepnh
Kirsh. None were found.
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The Mortality Review Committee, however, did recommend
that:

When a physician has a client with deteriorating
nearological functioning, it is recommende< that
this should be purswved since non-invasive
procedures are now available to rule out any
organic cause of the problem.

MENTAL HYGIENF MEDICAI. REVIFW BOARD PFVIFW

The Mental Hygiene Medical Review Board reviewed this
case at its Movemher 3, 19R4 peeting and determined the
cause of death of Josenh Kirsh to be:

cachexia (wasting) related to long-term

malnutrition; extensive decubitus ulcerations;

bilateral aspiration penumonia; status

post-colostomy i~ preparation for bilateral

amputation of the lower extremeties; old brain

injury incurred in fall from window at ape two,

followed by progressive and undiagnosed

hvdrocephalus which caused the patient's

deterioration.

The Roard auvestioned the reasonahleness of the
decisions to aggressively treat Mr. Kirsch, including the
colostomy surgery and :the proposed hilateral amputations of
his legs. It noted that Mr. Kirsh's poor physical condition
resuvlted largely from vears of neglect, poor nutrition and
little phvsical activity and therapy, as well as a
continuing deteriorating mental condition over the vears
that went undiagnosed, and therefore untreated. The PRoard
noted that the unusual agpressive nolicy of medical and
surgical treatment, abhsent a comprehensive medical
evaluation, was inappropriate. The Roard also found thar

Craig's decisio™ to operate on Mr. Kirsh had run counter to

the expressed wishes of his next-of-kin,

40
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FINDINGS

1. THIS PATIENT WHILE IN CRAIG DEVFLOPMFMTAL CFNTFER
DETFRIORATEND FROM AN AMBULATORY, MODFRATELY RETARDED YOUMG
MAN TO A SEVERELY RETARDED, CONTRACTED, MULTIPLY-INFECTED
RED PATIFEMT QVFR THE COURSE OF A FEW YEARS; HOVWFVER, THFRE
WAS NO CONCERTED EFFORT TO ATTFMPT TO DIAGNOSF AND ADDRESS

THE CAUSE OF THIS DETFRIORATION,

On auviopsy it was shown that hyd:-ocepbalus was
responsible for the change in the patient's mental status
over the vears of his stay at Craig Developmental Center.
The Medical Review Roard noted that a neurosurgical
procedure could have prevented this deterioration by
placement of a shunt to prevent excess spinal fluid in the
ventricles. The Board lamented the fact that during these
vears, when the patient's deterioration was obvious, there
were no neurological or neurosurgical consnltations, EFG's,
skull films or CAT scans done in an effort to find the
etiology of the patient's condition.

Mr. Kirsh's deterioration is shown in the Craig
Developmental Center record by the marked difference in the
results of the annual psychological tests, as well as the
obvious change in the patient's physical condition and
mohility capatility. Fowever, the only comments by
physicians regarding this deterioration were periodic

documentation the patient's declining physical status.

41



37

Recommendations made hy psycholgists, calling for
behavioral and activities intervention to offset the |

patient's deterioration, do not appear to have heen

addressed bv any other memhers of the treatment team or the
facility, nor did the patient receive the special
stimulatory therapy as suggested bv the psychologist, since
he was determined to he "medically exempt" from nprogramming
mandates. Similarly, the notes by the physical therapist
were not integrated or considered with the other discipline
notes, and there is no evidence of a team effort to
implement simple, bnt necessary, daily physio-therapeutic
activities in an effort to deter further physical
regression.

Although there is a noted ohjective in the treatment
plan in May of 1982 for physical therapy three davs

per week, there is a further unexplained note that physical

therapv is heing "discontinued due to total medical

exemption." There is a treatment team note of January 1983

indicating that some memhers of the team believed that

Mr. Kirsh should receive "2 hours of leisure time per week"

rather than "full medical exemption from programming.”" The

team members present (nurse, sccial worker, recreation

therapist and physical therapist) also noted thevy would

"like a physician to make a referral to the adaptive

equipment department for a proper fitting wheelchair.”

There is no indication that this wasg done or that anvone

42




38

assumed the responsibility to coordinate the various

recommendations or statements of need.

2. A LACK OF CLEAR OMRDD POI.ICY OR GUIDELINES CONCERNING
(i) THE DERISION TO PURSUF A COURSE OF AGGRESSIVF OR
PALLIATIVF CARE, AMD (ii) THE RESPECTIVE ADVISORY ROLFS AND
DECISION-MAKING RESPONSIRILITIES OF DEVELOPMENTAL CENTER
MEDICAI, ADMINISTRATIOM, PRIVATFE TRFATING PHYSICIANS, AND
MEXT-OF-KIN RPFELATIVE TO MEDICAL TRFATMENT, CRFATED CONFUSION
AND DISAGREEMENT AMONG THE INTERESTED PARTIFS AS TO THFE

APPROPRIATE CARE AND TREATMENT OF MR. KIRSH.

Throughout Mr. Kirsh's stay in Bethesda Hospital, there
was confusion and often disagreement among the hospital
treating physicians and the Craig Develonmental Center
medical care staff and administration regarding the
appropriate care and treatment Mr. Kirsh should receive.

The hospital treating physicians believed that the patient
was in a terminal condition and, accordingly, should receive
less than aggressive (palliative) treatment, while the Craig
medical ecare staff and administration helieved that
aggressive care of Mr. Kirsh was both appropriate and
essential. What seems clear from the hospital records and
communications between representatives of the two facilities
is, not only a lack of agreement as to the seriousness of
Mr. Kirsh's condition, bnt, more basically, an absence of
criteria to be used to determine the condition and quality

of life of a severely mentally disabled patient.

Furthermore, there was an ahsence of clearly written
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OMRDD policy as to whether palliative treatment is ever
appropriate and, if so, under what conditions. Finally,
this case presents a clear example of the different
interpretations that medical professionals can and will give
to the concepts of "aggressive treatment," "palliative" or
"conservative treatment" and the need for clarity when such
terms are used.

This case also graphicallv illustrates the absence of
clarity and direction in OMRDD regulations, policies, and
procedures regarding the roles and responsibilities of
family members, hospital treating physicians, and State
facility medical and non-medical administrators in
determining the care and treatment to be provided to a
patient in an outside medical facilitv. While the Craig
Developmental Cenzer administrators conteuded, in their
communications with Bethesda Hospital treating physicians,
that Joseph Kirsh's sister had no legal authority to
autbhorize palliative care for her brother, OMRDD policies
authorize a patient's next-of-kin to consent to a major
medical procedure when the patient is incompetent.*
Clearly, the general care and treatment of patients must be
initially vested in the treating phvsiciars. Vhat are the

roles of State facility representatives to monitor such

*See further discussion on this point, infra,
DD. 41-420
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care and treatment? When, and under what circumstances and

protocol, should there be intervention? What role, if anv,

should the immediate family (spouse, parent, adult child)

have with respect to consultation or advice relative to the
peneral care and treatment of an incompetent patient? When

sharp differences of opinion occur, what is the obligation

of a State facilitv to seek judicial resolution of the
question of what is in the best interest of a mentally
incompetent person for whom there is no clearly authorized
surrogate decision-maker? Finally, this case illustrates
the further confusion as to what role next-of-kin, who are
not immediate family members, have in providing advice or
being consulted regarding the care and treatment of such a

patient.

3. THERE WERF A NUMRER OF QUESTIONABLF DECISIONS
IN THIS CASE INVOTVING CONSENT FOR MAJOR MEDICAL PROCEDIURES

AT BOTH RSTHESDA AND GENFSFE KOSPITAL.

A. AN FNDOSCOPY WAS ATTEMPTED THREE TIMES AT RETHESDA
HOSPITAL, BASED ON A TELEPHONF. CONSENT FROM A CRAIG
DEVELOPMENTAL CFNTER ADMINISTRATOR, WITHOUT ANY
INDICATION IN THE RECORD THAT THE PROCEDURE WAS AN

EMERGENCY.

R. A BRONCHOSCOPY WAS PERFORMED IN A NON-FMERGFNCY

SITUATION AT GENESFEF HOSPITAL WITHOUT ANY CONSENT.

C. MOST IMPORTANTLY, THE MFTHOD, FORM, CONTENT, TIMING
AND CONSIDFRATIONS GIVEM TO THE GRANTING OF EMERGENCY
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CONSENT FOR A COLOSTOMY AND BILATFRAI., AMPUTATION AT

GENESFE HOSPITAL WERE OF OUESTIONABLE LEGAL VALIDITY.

It is the law of this state that non-emergency major
medical procedures, especially surgery, cannot be performed
without the informed consent of the patient. If the patient
is determined incompetent to make such a decision, someone
legally authorized to act on his or her behalf,* such as a
spouse, parent, adult child or a court of competent
jurisdiction, mav authorize the procedure.**

In addition to the law and regulations, the Office of
Mental Retardation and Developmental Disabilities has issued

Policy and Procedure Directives.*** It is clear that for

*NY Public Health Law §2504 and §2805-d; see also
Schloendorff v. Society of NY Hospitals, 211 NY 125, 129
(1914). T

**14 NYCRR §27.9(b) provides:

If a patient is 18 vyears or older, but in the
opinion of the chief of services does not have sufficient
mental capacity to give consent, authorization for the
procedure in dquestion must be ohtained from the spouse, a
parent, an adult child, or a court of competent jurisdiction.
Nothing in this section shall prevent the director from
giving consent to surgical procedures under emergency
conditions where there appears to be significant danger to
life or limb of the patient if the procedure is delaved.

***NYS DMH Policies and Procedures for Mental
Retardation, No. 7.16.16. (Mav, 1977). This directive states
that: "parents, next-of-¥in, or guardian" may routinely
consent for persons under 18 vears old and incompetent
patients over 18 vears of age. The term '"mext-of-kin" is
normally and legally defined as the next closest relative,
and thus could well mean a person other than a "parent,
spouse or adult child" permitted purswant to regulations; see
Mtr. of Barbara C., 101 A.D.2d 137, 474 N.Y.S.2d 799, leave
to appeal granted 63 N,Y.2d 601 (1984).
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incompetent patients, surrogate decision-making can only be
exercised by a person with legallv recognized authority or
directly by a court of law. Nowhere in law or repulations is
a facility director autho:ized to give consent in a
non-emergency situation. The express exception is that which
allows the facility director to act in "emergency

situations," which is defined in the regulations as "when
significant danger is posed to life or limb of the client."

In the context then of the statutory law, regulation and
policy and procedures directives, the decision to attempt to
perform an en. opy on Joseph Kirsh on January 28, 1983 at
Bethesda Hosnital without obtaining corsent was clearly
improper. The record does not indicate an emergencv
situation and, accordingly, the Craig Developmental Center
administrator who gave telephone consent to proceed did so
improperly. Similarly, the record indicates no consent was
obtained from anvone for the bronchoscopy performed at
Genesee Hospital on April 21, 1983, and neither the record,
nor the nature of that procedure, indicate that the procedure
was utilized in an emergency situation.

More complex, however, is the auestion of the legal
validity and the appropriateness of the consent given for the
cnlostomy and bilateral amputation, under what was ccnsidered
by Genesee treating physicians, Craig Developmental Center
administrators and Mental Health Information Service
representatives as warranted in an "emergency situation."

The actual emergencv nature of the presenting situation is

questionable for a number of reasons.
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First, the operation had been contemplated and
discussed for several weeks among both treating and
consulting hospital physicians and Craig administrators.
Thus, on March 17, 1983 the Genesee Hospital records ncte a
decision by the treating pbysician "once patient stablized"
that a bilateral amputation c¢f both legs would he scheduled.
This decision was agreed to hy a consulting surgeon, as well
as the Depnty Director of Health Services at Craig
Developmental Center. Again, on March 19 Dr. charles, the
primary treating physician, noted in the record a discussion
with Dr. Brown regarding bilateral amputation and grafting.
Interestingly, Dr. Charles also wrote in the record, "Ve

will need a court order signed by Dr. Reed and myself"

(Emphasis is Dr. Charles'). A March 22 medical record entry
indicates a decision to do a sigmoid colostomv. The
consulting surgeon who made the recommendation suggested
that Dr. Charles schedule Mr. Kirsh for such surgery "...at
your convenience if vou agree". A confusing and perplexing
medical record entry is noted on March 24, 1983 when, after
confirming Mr. Kirsh's inability to consent to surgerv, a
consulting psychiatrist notes:

...i1f surgery is contemplated, I am not sure that

a court order is necessary. If ne is indeed a

ward of the State, permission should be obtainable

from the director of Craig Developmental

Center.

Again, in medical record entries on March 28 and 31, it is

clear that surgery is contemplated if Joseph Kirsh's
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condition improves enough to permit surgery. The actual
decision to operate was made by the treating and operating
physicians, Drs. Charles, Reed, and Meien, on April 4, when
the patient's condition improved, in that his infection was
deemed under control. A notation in the medical record of
Joseph Kirsh indicated that the three physicians "discnussed
overall situation and emergent nature of making decisions
for surgical intervention with the Deputy Director from
Craig. At this point surgical intervention is extremely
necessary." It was on that date, nnder a premise that the
surpgery was being performed in an emergency situation, that
consent forms were signed by the Craig Deputv Director. In
fact, in spite of the determination of an emergency
situation, the surgery was not performed until two days
later, April 6.

Secondly, the bilateral amputation of Joseph Kirsh's
legs, which was one of the two procedures for which consent
was obtained, was not to he performed until the patient
sufficiently recovered from the auite separate procedure of
the sigmoid colostomy. Under the best of circumstances,
this proposed bilateral amputation could not have bezn
performed for a number of weeks, and clearlv was dependent
upon the patient's successful post-operative response from
the colostomy. Yet, both procedures, very separate in
nature and time, were considered on the same form and were
reviewed and approved in the context of an "emergency

gsituation."
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Finally, the surgical consent form actually prepared by
Genesee Hospital in this case was deficient in a number of
ways. For example, the form:

a) was undated;

b) the line for the date was written: "4/ " (which
also might indicate the actual date for the
"emergency" procedure was undecided);

c) the line for "doctor's signature" was signed bv the
infectious disease specialist, not the surgeon who
was to perform the colostomy and, in fact, no
surgeon was identified on the form (even though the
standard form language on the hospital's standard
from states that the condition and planned
procedures have been discussed bv the unnamed
surgeon) ;

d) thk2 completed form did not identify which

extremities were tc be amputated or the extent of

tte nlarred zmpucations;

4., THE "DO NOT RESUSCTATATE" (DMR) ORDER AT RETHESDA
ROSPITAL WAS IMPROPERLY 1SSUFD PY TFLEPHCNE BY THF TREATING
PHYSICIANS, WITHOUT PRIOR CONSULTATION WITH THE NEY¥T-OF-KIN
OR CONSULTATION WITH CRAIG DEVFIOPMFNTAL CFNTER

ADMINIS /RATORS. THE RETHESDA HOSPITAL DRMN POLICY WAS ALSO
INADEQUATE.

The treating physician gave a DNR order as to Joseph

Kirsh inconsistent with the Hospital DNR policy, in that
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the order was given by telephone to a nurse, who then noted
it in the patient's record. The pbysician also did not
contact the patient's next-of-kin (his sister) to discuss
the order until the following dav, and it was only then that
he documented that conversation and apparently countersigned
the DNR order previously noted in the record.

Furthermore, in spite of the fact that the treating
phvsician knew that Joseph Kirsh was a patient from Craig
Developmental Center, he apparently made no attempt to
contact the (Craig administration to consult with them in
giving the DNR order. In fact, Craig administrators
apparently were not aware of the order until more than a
week later.

It is also noted that the then existing Bethesda
Hospital DNR policy inadeguately provided for the conditions
under which a DNR order could be given and implemented.

Rethesda Hospital bas since been closed.

CONCLUSION

The Commission recognizes the inherent difficulties
that confront State institutions that must make medical care
decisions on behalf of incompetent residents, who have no
personal representative legally able and willing to make
such decisions on their behalf. By opting for conservative
treatment, the institution may subject itself to severe
criticism for failing to take all appropriate measures that

perhaps an involved familv or guardian might demand. Yet,
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opting for aggressive medical treatment in all cases as a
general policy has its own pitfalls, as poignantly
illustrated in this case. Such a policy may result in
prolorging a painful death rather than preserving the
dignity of 1life.

The formulation of level of care and treatment
guidelines for facility clinicians emploved by the State
would be a great improvement over the current situation.
Guidelines should facilitate intellipent and sensitive
decision-making, based on the relevant facts and
circumstances of each individual case, taking into
consideration the opinions of treating physicians, as well
as available family members. Such guidelines also should
take into consideration situations, such as in this case,
where an incompetent State facility resident is treated in
other than a State medical facility, and by private treating
physicians who must be informed of State fuidelines and
treatment approval processes. This would help in meeting
the best interests of the clients.

Once a treatment plan is developed and implemented in
conformance with such guidelines, facilities should,
nevertheless, ensure that legal requirements for obtaining
informed conseat for major medical procedures are followed.

l.egal advocates, such as Mental Hygiene Legal Services,

should ensure that, where the patient is incompetent to make
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an informed decision, an appropriate, legally-authorized
surrogate decision maker makes such a decision on his
hehalf. Here, too, existing State procedures appear
inadequate and need to be revised to make clearer who
gspecifically can provide consent when the patient is
incompetent to make an informed decision, the nrocedures for
obtaining such consent and those limited circumstances where
a true emergency situation enables the caregiver itself to
give the consent,

The unfortunate case of Joseph Kirsh illnstrates a
number of problems with the existing consent process. Not
the least of which is that situations may exist where an
incompetent patient, without a legally recognized surrogate
who can provide consent, is deemed by his caregivers to be
too ill for an operation and, accordingly, no action is
commenced to ohtain court approval of a major medical
procedure, which may be needed when and if the patient's
condition improves. In such a situation, if the patient's
condition does improve, the caregiver can arguably authorize
a major medical procedure on the premise that it is an
emergency Ssituation, because the patient's condition is too
fragile to await court approval before the procedure is
undertaken. Clearly, such a result was not intended by the
statute and regulations, which were meant to assure the
patient an objective third par* determination as to whether
any major medical procedure, in fact, is in the best

interests of the patient.

94



49

Finally, one would hope that legal advocates, such as
Mental Hvpiene Legal Services, would be especiallv sensitive
to such situations and insist upcen the following of the
legal consent provisions in such a manner as to assure, for
non-emergencv situations whenever possible, court anproval
where no legally recognized surrogate exists. The legal
requirements as to consent must be followed in spirit as

well as hv the letter.

RECOMMENDATIONS

1. OMRDD should clarifyv, by specific statements of policy
and guidelines, who should be consulted with respect to
general medical care decisions, not involving major medical
treatment of surgerv, relating to incompetent clients, The
policv should rarticularly address the role of non-parent or
non-spouse familyv members in such situations, and the role
of treating physicians in non-state-operated medical

facilities in the decisioan-making process.

2. OMRND should clarify its repulations and policies
regarding who has the right to consent to non-emergencv
major medical procedures on behalf of an imcompetent client.
Policy guidelines also should be develoned to relate to
those circumstances under which a court order should be
sought to auvthorize a major medical procedure, in the
absence of a legally recognized surrogate, and to define

what constitutes emergency situations.
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3. OMRDD should provide training for developmental center
medical and administrative staff regarding legal
regnirements and policies for making mwdical care decisions,

especially decisions to perform major medical proceaures.

4, OMRDD should develop a process by which its regulations,
policies and guidelines, relative t- who should be

consulted and by whom regarding medical care decisions, and

who has the right to consent to major medical procedures for
an incompetent client, are made known to non-state-operated

medical facilities and treating physicians.

5. Craig Developmental Center shculd evaluate its treatment
planning pro~ess to assure that periodic multi-disciplinary
treatment reviews of all clients actually address all of the
needs of the client, and assess any changes ohserved by any
team member. These reviews should include participation of
the medical and psychology departments and should assess and
follow though on all issues relating to the client's needs.

The treatment plan thus developed should clearly state the

methodology to be used to address these issues and should be

implemented with a coordinated team approach.

6. A primary health care coordinator/advocate should be
assigned the responsibility of coordinating the needs of
edch client and to follow-up on individual team members'

recommendations, in order to promote attention to both the

physical and psychological needs of the client.
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7.

The Craig Developmental Center should assess its current

capacity for delivering physical therapy services to all

nonr-ambulatory, semi-ambulatory and other clients in need of

such services. Provision should be made for the delivery of

such services daily on the units by nurses and aides trained

in specific tachniques. Such dailv on-unit treatment should
be augmented by tle patient's participation in more
intensive physio-therapy, ziven by physical therapists and
physical therapy assistants, The preventative aspects of
physical therapy should be stressed and viewed as a primary

and essential service in a developmental center.




